U n de rSta n d i n g Of M u Iti ple IntrOdUCtion MS phenotypes MS as a disease spectrum - Regular patient check-ups help ensure early detection of changes and allow management

plans to be reviewed

. . . - Diagnosis of multiple sclerosis (MS) is life-changing for patients. The impact of diagnosis + In 2013, MS was classified into distinct phenotypes, with sub-classifications for disease - Based on patient insights, it may be helpful for patient understanding to describe MS | | | o |
SC I erosis D i ag NOSIS 3 may be particularly pronounced for those diagnosed at a younger age (< 30 years) activity and progression (Table 1)** progression in terms of a disease spectrum (Figure 1) » Good patient-HCP relationships are key to receiving appropriate support
D isease P rog ress i O n a n d » There is growing recognition of the need to understand patients’ perspectives on MS Table 1. Phenotype descriptions for RRMS and progressive MS2* ) /\ o /\ . ) / .
progression, and the HSE of clear terminology may facilitate communication between patients RRMS “I like the idea of MS as a spectrum. “Transitioning is not definitive; it’s more “I go to my clinic to have an MRI every 6 months; they also do the 25-Foot
C I i n ic al C I S S if i C ati ons f rom and healthcare professionals (HCPs) _ - _ . Everybody is part of the same journey, gradual, like hot and cold” (JB) Walk Test, 9-Hole Peg Test, and cognitive and vision checks” (KF)
- We explored understanding of MS diagnosis, progression and disease classification from the CIS " A syrI;dIrlomg S‘:Ch ‘j[‘_s optic ”ft‘_":t's’ blr_'?m stem/ Active? just at different stages. If it’s explained like - - - /
Ad u It a n d Ped iatri c Patie nt patient perspective, using insights direct from 4 patients with different disease durations to cerebeliar dysiunttion or partial myetits this, we might feel connected” (JB)
help improve understanding of MS + Characteristics of inflammatory demyelination Not active : / [ “I try to get plenty of rest and pace myself, and recognize when I’'m overdoing it” (JB)
Pe rs ectives are present, but McDonald 2010 criteria of - 1 Sch fic illustrat fiont " MS _ di
- i it - igure 1. Schematic illustrating patients’ perspectives on progression as a disease | | | | |
p MethOdOlOgy d|ssem!nat|on n t|r.ne ar? ye.t to .be ulfilled | spectrum rather than as distinct phenotypes - Internet and social media provide both practical and moral support for patients'®"
- In-depth, qualitative interviews with 3 patients diagnosed with MS as adults and 1 patient RRMS - MRl evidence of dissemination in space, as well  Active? A~ A
. 4 . 5 diagnosed during adolescence: Kristen Fetty ([KF] relapsing—remitting MS [RRMS], for ?_z ?aqulnlum-enharll0|lr\1ﬂgRTnd non-edr}hancmg - SRS SPMIS ” | Y ( | >
Daniel Kantor ; Kristen Fetty ; 1 year), Jeri Burtchell ([JB] RRMS, for 18 years), Kit Minden ([KiM] secondary progressive Subszaounesn?gfeilng © VIRT stah andior a Not active “Almost instantly others from around “People were also sharing about how they
Kl t M | n den 3 Ka tel n M | I Ie r4 MS [SPMS], for 6 years) and Katelyn Miller ([KaM] RRMS, for 12 years — first diagnosed the world commented and shared their were switching MS medications when
) y ) aged 13 years) Progressive MS = N experiences, giving me feedback | theirs ‘quit working’ for them. The next time
Jeri Bu rtChel |5,6 _ | o _ PPMS Progressive accumulation of Active.? with broaression® ! o o \ needed to make decisions” (JB) | saw my neurologist | asked him about
> For these interviews, pediatric patients were regarded as those aged under 18 years gd' bl\it f umu It IVe,” With progressi ~ “Transitioning ... is like hot and cold, so the ! ) switching” (JB)
and adults as those aged 18 years or older Sabiity Tmm Onse Active,® without progression 3 colors should blend from teal to orange, but ! )
_ _ _ _ e Not acti h . 0 avoiding red as it can be frightening” (JB) o _ _
'Florida Atlantic University, Boca Raton, FL, USA; Results Progressive disease ot active, with progression 0 \ ) Clinical practice: managing MS
’Fairmont State University, Fairmont, WV, USA; °Living | l | - Not active, without progression mj - In the USA, 15 disease-modifying therapies are approved for relapsing forms of MS."2 In
for a Cure, Midlothian, VA, USA; “‘Providence Forge, VA, MS dlag NOSIS SPMS Progressive accumulation of disability (stable disease) [ contrast, only mitoxantrone is licensed specifically for SPMS, although it is rarely used owing
: o ! . . after initial relapsing course D _ o _
USA; *HealthiVibe, LLC, Arlington, VA, USA; °Partners in Clinical practice: MS diagnosis Iy to concerns over cardiac toxicity and leukemia'
Research. East Palatka. FL. USA o ' o _ _ _ _ _ 2Clinical relapses and/or MRI activity (gadolinium-enhancing MRI lesions or new/enlarged T2 lesions) = - . . "
’ y Tl - Revisions to 2010 McDonald criteria permitted diagnosis of MS based on a single magnetic assessed at least annually s * Non-pharmacological interventions can improve outcomes
resonance imaging (MRI) scan, accelerating the diagnostic process’ "Measured by clinical evaluation at least once yearly £ ) N\ .
> Recent development of these criteria will facilitate diagnosis of patient32 CIS, clinically isolated syndrome; MRI, magnetic resonance imaging; MS, multiple sclerosis; PPMS, primary progressive multiple sclerosis; “Food plays an important role in how [ feel. | used to get horrible
RRMS, relapsing—remitting multiple sclerosis; SPMS, secondary progressive multiple sclerosis » » _ .y ’ ] ; | A
. . / ,
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- An MS diagnosis can elicit feelings of shock, anger, or even relief. Such emotions may be Recognlzmg, dlagnOSIng and understandlng Time (rate of MS progression) g / 5> P / J )
exacerbated by the fact that many patients endure a long period of uncertainty disease prog ression N A
pre-diagnosis PPMS “ : : : K . . . . \
g A Clinical practice: MS progression I F'exercise night, | eat right. | always I received advice on exercises from a
“10 years [before my diagnosis], | had had issues with my appreciate advice and guidance. My physical therapist. | stopped eating gluten and

- Recognizing and diagnosing MS progression is a challenge A

arm falling asleep ... a friend’s GP said ‘you have MS, there’s | o i faith is also important to me, which cut down on dairy [...] | felt like a lot of the
nOthIng we can do for you7 7) (JB) v NO Unlversa| defInItIOn Of SPMS ) /‘ . helpS” (KaM) dlsease pI’OgI’eSSIOn had Slowed” (KIM)
N 5 . . . .y \_ ), \ J
) : \/—/ Not known which patients will transition to SPMS “When I think of MS progression,
0 - i 6 ” : . .
“When | eventually got the diagnosis, | thought: I've been here Normal age-related changes overlap with symptoms of MS '_t ,S not I/k? SKyscrapers or step S Conclusions
before and it’s not true. The second time could not have been > Diagnosis of SPMS may lead to withdrawal of treatment it's more like peaks and valleys” (JB) | L L | | |
_ _ _ | | _ | . )  Although revised criteria help neurologists diagnose MS rapidly, patients can experience
more different ... my doctor did everything he could to rule out MS. - HCPs may therefore be cautious in applying the SPMS label to patients’ . . .
| aof the definite di _ o of ths later” (JB long delays before being diagnosed and receiving treatment
got the definite diagnosis a couple of months later” (JB) - Engaging with patients and a collaborative approach to care are essential for optimum . . . o |
Y _ : » Patients must overcome many challenges when diagnosed with MS, especially if diagnosis
w disease management® - L
~ p takes place when the patient is young

Disability level (EDSS score)

“The first time | had numbness [ was 16 and it lasted a few days. Patients’ perspectives - Improved communication between patients and HCPs about MS and its progression that

| would experience numbness on and off for a couple of hours a - _ o o . . . . . :
. o - Although the 2013 classification terminology was beneficial for HCPs, it is not known reflects both patient and HCP perspectives may be helpful in managing the disease
day, but | thought nothing of it” (KF)

N y whether patients understand the terms or find them useful > » Current MS classification systems may be more useful to HCPs than to patients

~ \/ - N \ Time (rate of MS progression) o For patients, it may be appropriate to describe MS as part of a disease spectrum

‘I was 20 years old when | was diagnosed and | was terrified ... | was “It’'s confusing ... The classifications group us, but “I felt overwhelmed and was

referred to a neurologist. they took MRIs of my brain and spine and everyone is different. Some people have a hard time very angry. It was hard for CIS, clinically isolated syndrome; EDSS, Expanded Disability Status Scale; MS, multiple sclerosis; PPMS, primary progressive multiple sclerosis;
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